Background: Informal carers of cancer patients with cachexia face additional challenges to those encountered by informal carers in general because of the central role food and eating play in everyday life. Patient weight loss and anorexia, core features of cancer cachexia, are frequent causes of distress in caregivers. Identification of quality of life issues can inform the development of interventions for both caregivers and patients and facilitate communication with healthcare professionals. Aim: To identify quality of life issues that are relevant to carers of cancer patients with cachexia. Design: A systematic review and thematic synthesis of the qualitative literature were conducted. Reporting followed the Preferred Reporting Items for Systematic Reviews and Meta-Analyses guidelines. Data sources: PubMed, ISI Web of Knowledge, EMBASE, MEDLINE, CINAHL, PsycINFO and PsycARTICLES were searched for publications dated from January 1980 to February 2015 using search terms relating to cancer, cachexia, quality of life and carers. Papers written in the English language, featuring direct quotes from the carers of adult patients with any cancer diagnosis and cachexia or problems with weight loss or anorexia, were included. Results: Five themes were extracted from the 16 identified studies. These highlighted the impact on everyday life, the attempts of some carers to take charge, the need for healthcare professional's input, conflict with the patient and negative emotions. Conclusion: The complexity of caring for a cancer patient with cachexia translates into a range of problems and experiences for informal carers. By addressing the impact of caring for a patient with cancer cachexia on carers, both caregiver and patient quality of life may improve.
What is already known about the topic?
• • There are a large number of problems and burdens related to cancer caregiving responsibilities, including physical, social and emotional difficulties, lack of information and impact on the routines of daily life. • • For patients with cancer cachexia, conflict with carers can be an important issue.
What this paper adds?
• • Conflict with patients is also an important issue for carers.
• • Carers want healthcare professionals to acknowledge patient weight loss and provide advice.
A systematic review and thematic synthesis of quality of life in the informal carers of cancer patients with cachexia Introduction
Food and eating are fundamental to human existence, both in terms of survival and also socio-culturally. Informal carers of people with cancer cachexia therefore face very particular challenges. The impact this has on caregivers' quality of life (QOL) is explored in this article.
There are estimated to be more than 1 million people in the United Kingdom providing informal care for someone with cancer, saving health and social care services nearly £12.1 billion per year. 1 Informal carers or caregivers, who may or may not be family members, are non-professionals in a close supportive role who share in the illness experience of the patient and who undertake vital care work and emotion management. 2 The shifting of primary care from hospitals and healthcare professionals (HCPs) to the home and informal caregivers has increased the challenges faced by carers: 3, 4 carers may take on the responsibility of symptom management, personal care and coordinating appointments, along with providing social and emotional support. 5 It has been suggested that the education and support required by caregivers should become a part of the patient discharge plan. 6 Formalising this help could be beneficial as many caregivers report having difficulty accessing HCPs and getting the information and support they need. 3 This would also be a practical step to back up governments', advisory bodies' and international agencies' rhetoric on the vital role played by caregivers and the importance of addressing their needs. 2, 7, 8 A recent comprehensive review listed over 200 problems and burdens related to cancer caregiving responsibilities including physical, social and emotional difficulties, need for information and impact on daily life. 9 Given this wide range of potential problems, it is not surprising that being a cancer caregiver sometimes has a negative impact on QOL. 10 One way to evaluate whether carers are receiving the appropriate support and are coping with their caregiving role is to monitor their QOL. Monitoring carer QOL can aid HCPs judge the amount of support which is required by carers and may help avoid crisis situations. These can arise when carers close to breaking point are assumed to be coping, because they do not request services. 11 Tracking carer QOL may also be important because of the interdependence between caregiver and patient QOL, 12 with some studies providing evidence of a causal link, both from patient to carer and from carer to patient. 13, 14 This suggests that if a carer's QOL declines, the same is likely to occur for the patient. Therefore, by meeting the needs of carers, and maintaining their QOL, patients could also benefit.
Along with the generic challenges faced by caregivers, there are also specific problems when patients have particular cancers, treatments or associated conditions. One such condition is cachexia. Although the precise mechanisms of how the development and progression of cancer leads to cachexia are unknown, abnormal metabolism and reduced food intake both play a role. 15 Cachexia is a common problem for patients with cancer: more than 80% of those who die develop the condition 16, 17 and in a consecutive series of 1000 oncology outpatients, nearly 40% had significant weight loss. 18 Involuntary weight loss is how cachexia manifests in patients. The weight loss is at least partly attributable to loss of skeletal muscle with the consequence of progressive functional impairment. 19 Patient weight loss and anorexia are both sources of anxiety for carers. In a study including 115 cancer patients with self-reported anorexia and 83 carers of cancer patients with carer-reported anorexia, more carers (87%) reported anxiety consequent to the anorexia than patients (36%). 20 One reason for this distress is that patient rejection of food may induce feelings of rejection in carers, along with a sense of helplessness. A recent study found a significant correlation between the magnitude of patient weight loss and caregivers' distress. 21 Weight loss provides visible evidence of disease progression and may be perceived as symbolising the approach of death, adding to feelings of powerlessness carers may experience. [22] [23] [24] [25] Food and eating have a central role in everyday life, so caregivers face these problems on a daily basis. In addition, social interactions often include a food element and special occasions are frequently associated with special foods, so there is an impact on social life, for both the patient and carer. 26 Issues related to patient eating and weight loss are not adequately covered by the currently available carer QOL tools. In fact, across the four instruments specifically developed to assess carer QOL, identified by a systematic review, 27 there is only one item, in the Caregiver Quality of Life Index-Cancer Scale, 28 related to patients' eating habits. Understanding the factors which impact carer QOL can contribute to the development of interventions to help carers cope with the challenges of caregiving. This knowledge could also help HCPs start a dialogue with carers. Weight loss and eating difficulties can sometimes be taboo subjects for HCPs who fear they may upset patients and families by talking about a problem they feel unable to resolve 29 or that may lead to a discussion about end-of-life issues. 30 We have recently developed a model of the patient experience of cancer cachexia. 31 This highlighted the importance of 'knowledge' on mediating the negative impact of food-and eating-related difficulties. 'Knowledge' encompassed the need for helpful input from HCPs and also the desire for information about the condition. For at least some patients, weight loss was not a taboo subject.
In the same patient model, 'relationships' also played an important role on the impact of food-and eating-related difficulties. 'Relationships' included the concept of carer conflict, with some patients describing feeling angry with carers, because their approach was unhelpful and made them feel under pressure. Interviewing carers can contribute to an explanation as why this conflict arises and may help with the development of strategies to limit or deal with the conflict. Interviews can also uncover the QOL issues which are relevant to these carers. There are already a number of studies which contain interviews with this carer group and can be utilised to address the review question, 'What factors impact quality of life in carers of patients with cancer cachexia?' For the purpose of this review, QOL is conceptualised to be those aspects of QOL which carers consider are affected by the patient's cachexia and includes physical, emotional, cognitive and social components. The main aim of this study was to use a systematic review and thematic synthesis of the qualitative literature to identify the relevant QOL issues for carers of patients with cancer cachexia.
Methods
The methods used in this review were informed by the Centre for Reviews and Dissemination 32 guidance for undertaking systematic reviews, and the reporting follows the Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) guidelines. 33 The thematic synthesis methodology was adapted from that described by Thomas and Harden. 34 The protocol for the review is available from the first author (S.W.).
Search strategy and selection criteria
PubMed, ISI Web of Knowledge, EMBASE, MEDLINE, CINAHL, PsycINFO and PsycARTICLES were searched for publications dated from January 1980 to February 2015 using search terms relating to cancer (neoplasm, cancer, palliative, tumour, malignancy); cachexia (cachexia, anorexia, 'anorexia-cachexia', weight loss, systemic inflammation, food, 'wasting syndrome', appetite, malnutrition, sarcopenia, 'muscle wasting', eat*, 'nutritional assessment', emaciation, nutrition); quality of life ('quality of life', QOL, QL, HRQOL, HRQL, 'subjective health status', 'reported outcome', psychosocial, interview, questionnaire, emotion*, distress*, anxiety, fear, manage, experience*, impact*, perception*, belief*, fight*, response*, concern*, challenge*) and carer (carer, caregiver, family, partner, spouse, husband, wife, brother, sister, sibling, daughter, son, parent, mother, father, friend, relative). The Boolean operator AND was used to combine the four search term categories (cancer, cachexia, quality of life and carer), and the Boolean operator OR was used between the search terms within each set of brackets.
Two reviewers screened all titles and abstracts (S.W. and one other co-author). If either reviewer felt that the citation could match the inclusion criteria, the full paper was obtained. Full papers were also screened by two reviewers (S.W. and one other co-author). There were no disagreements about inclusion. Mindful of the difficulty of finding qualitative research papers, 32 the references of all included papers were searched for additional papers.
We selected papers describing qualitative studies written in the English language, published from 1980 onwards which included direct quotes from the carers of adult patients with any cancer diagnosis who had cachexia or problems with weight loss or anorexia. Because of the historical lack of a consensus definition for 'cachexia', 35 we accepted papers with carers of patients described as having cachexia regardless of how this was defined. We also accepted papers with carers of patients who were not described as cachectic but did have weight loss, the defining feature of cachexia. 19 We excluded studies focussed on the experience of using feeding tubes and also studies which explored the end-of-life use of medically administered nutrition and hydration. In addition, conference proceedings and abstracts were excluded.
Quality assessment
Assessing the quality of qualitative studies is the subject of a number of ongoing debates, including whether it is even appropriate. 32 We chose to appraise and report on the methodological quality of the studies using the Critical Appraisal Skills Programme (CASP) 36 tool for reviewing qualitative studies which uses 10 questions to evaluate qualitative research. We decided, a priori, to retain all the identified studies, whatever the quality, because we anticipated there would be very few.
Thematic synthesis
Following the approach described by Thomas and Harden, 34 carer quotes were extracted from each paper. Three judges (S.W., A.D. and J.H.) independently judged whether the quotes included any information about the carer's QOL, with disagreements resolved through discussion. They then coded the content of each QOL quote for meaning, using as many codes as necessary. The judges met to discuss and agree the coding system. Each quote was checked to ensure that all concepts had been coded and the wording for the codes was finalised. S.W. then relabelled the quotes using the agreed codes and the same three judges identified themes within the codes, again independently. The judges met to discuss the themes until consensus was reached. Finally, themes were tested against the original quotes to ensure that the thematic framework which had been developed was adequate.
Results
The systematic review found 16 relevant studies. A flow diagram of the review process is provided in Figure 1 and the characteristics of the 16 selected studies are shown in Table 1 . Most studies were conducted in the United Kingdom and North America, with one in Sweden and one in Switzerland. The studies included interviews with a total of at least 169 carers. The precise number of carers cannot be calculated because some of the papers reported on the same interviews: the three McClement and colleagues' papers, 40, 41, 45 the three Hopkinson and colleagues' papers 29, 43, 44 and the three Reid et al.'s papers. 24, 46, 48 . Despite this overlap, just two quotes were duplicated across the papers.
As can be seen in Table 1 , a variety of qualitative methodologies was used, and a number of data collection and data analysis techniques were employed across the studies, which improves the richness of the data set (triangulation). 49 Most of the papers rated well on the CASP but all failed the reflexivity criterion because they did not report on the relationship between researcher and participants. The low-rated studies were the oldest study 22 and two papers which reported results from studies, the methodology of which has been more fully described elsewhere. 41, 44 Figure 1 shows that more than half the quotes were excluded because they did not contain any information about carer QOL. Rather they covered topics such as beliefs about the importance of food and descriptions of patient's symptoms, appearance and eating habits. Given the limited data, it became apparent that the review would identify domains of experience rather than specific QOL 
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To explore the experience of and concern about weight loss in people with advanced cancer, their caregivers and nurse specialists 23 caregivers of patients with advanced cancer and a change in eating habits since they first perceived they were unwell issues. The themes which were extracted from the 57 quotes which included information about the effect of the patient's illness on carers themselves were impact on everyday life, taking charge, need for outside help, conflict with patient and emotions. Each of these themes is described in turn.
Impact on everyday life
Food and eating are part of everyday life for most people, so when someone is having difficulty in this area, those around them are confronted with the problems on a daily basis. Carers may be constantly 'watchful' or aware of the patient's appetite loss and its effects 42 as they feel a profound sense of responsibility for the patient's nutritional care: 23, 37 Every time you go shopping you look and wonder if mother'd fancy that. If we're having something different I think I wonder if mother'd like that. 42 Carers can spend a lot of time and energy selecting and preparing food, 22 worrying about whether they are getting this right 25 and what the best strategies are to improve intake. 23 Carers' time may also be taken up by going out of their way at mealtimes to make sure the patient eats: I came to the hospital and the trays were already gathered up. And I looked at his tray and I could see he hadn't eaten … After that I was there every day to feed him his breakfast. 41 This underlines the responsibility carers may feel for ensuring that patients' nutritional intake is adequate. The ongoing concern about food and eating adds to the daily stress experienced by carers. For many people, shared mealtimes provide an opportunity to talk over the day's events but this may not be possible for carers of patients with cancer cachexia. Whereas before the onset of cachexia, patient and carers may have enjoyed eating together, carers may now eat alone because patients find it difficult to be around food.
In the extreme case, when patients cannot even tolerate cooking smells, 42,50 caregivers may no longer be able to cook at home: He couldn't take the smell of the food. So I was going to my sister's place to eat. I wasn't cooking anything. He felt sick. He didn't like the smell of anything … [my] brother-in-law would come sit. So I would go quick, eat, come back. 39 Eating may therefore be reduced to nothing more than refuelling with a loss of the mealtimes which previously punctuated the day: … and dinner hour, I didn't realize until he stopped eating that there was a dinner hour, and then there was none, and it was so difficult to get through the day because what to do you do from 5 to 7? That part of your day is empty. 37 Without mealtimes, carers may feel there is a void, time and space to be filled. Along with the loss of mealtimes, carers' diet may also be affected, with some mirroring the decline seen in the patient: … We always ate together … He wouldn't eat if I didn't eat, so I stopped eating when he stopped eating … 37 Other carers eat unhealthily or eat for comfort:
Oh yes, I've gained 30 pounds. I never cook anymore. I eat my main meal at work at noon and then I just snack at home. I'll eat a half gallon of ice cream in front of the TV … You know, I eat like I did when I was a little girl. My mother would always feed me when I was anxious (this brought on a flood of tears). 22 Whether carers eat too little or too much, worry about the patient can result in a change in their diet.
Taking charge
Some carers cope with the difficult situation they face by trying to control what is happening. They recognise that patient weight loss is a problem and set themselves the target of ensuring the patient gains weight, even if they are not sure what is achievable. 44 Taking charge of food and eating may help carers assuage feelings of powerlessness and may create an outlet for the love and care that caregivers want to provide: I really did fuss with the food issue and it wasn't that I didn't trust them [the staff], it was more control. It was a thing that I could control. It was the one thing I could say that wasn't being done. Yeah, I could intervene. It was a power thing. I was aware of the power in me, but I was also aware that it was something I could do for her … 41 For the carer in the quote above, taking responsibility for the patient's nutritional care was a positive aspect of the caregiving experience. By ensuring the patient has, what the carer perceives to be, adequate nutrition, the carer is protecting the patient. Other carers protect patients and take charge by controlling conversations:
If I were to go out to eat somewhere, to try out a new restaurant, I wouldn't bring it up in conversation because I don't want to make her feel ill at ease in case she was thinking about a time when she could eat and enjoy food more … 45 Food-related topics of conversation may become taboo if carers are concerned that patients will find them upsetting. Monitoring conversation topics can be effortful, and caregivers may miss the opportunity to share enjoyable experiences, a common feature of human communication. 51 
Need for outside help
Many carers talk about their need for external support, specifically from HCPs. There can be a sense of frustration when HCPs are perceived as failing to acknowledge weight loss as a problem: I get angry at times, you know of the idea of it happening. He said to the doctor … [about his weight loss] but they didn't take it in, didn't do anything … the doctor knew about it -but he was very lackadaisical. 48 By appearing to ignore weight loss issues, HCPs can isolate carers through the failure to develop a common agenda for patient care. This can make carers feel powerless. If HCPs are thought to be failing to acknowledge the condition, carers may also conclude that they are not willing to help with weight loss and eating difficulties:
We were in limbo, … nobody cared, we couldn't turn to anybody … nobody seemed to help us … we just had to cope on our own … when he wasn't eating and that we didn't known whether to call for a doctor or what or who to turn to. 24 When HCPs are considered to be failing to meet the carer's need for information about the condition, carers can feel angry and isolated. Without the appropriate information and support, carers find themselves in the unenviable position of trying to deal with a very difficult situation for which they feel ill-prepared:
We were panicking because he wasn't eating and we didn't know what to do … we felt it was our fault, because he wouldn't eat and we couldn't get him to eat. 24 Carers want and need the support of HCPs, and they expect them to provide the information required to enable the best patient care. If this expectation is not met, there can be a negative effect on the quality of the relationship between the HCP and the family.
Conflict with patient
Conflict and tension can arise when what a patient is able or willing to eat diverges from what the carer thinks the patient should be eating. Sometimes this relates to food quantity: family members are determined to make the patient eat more while the patient is unable to do so. 24, 40 For other carers, it is the quality and type of food that is important: I do go into battle sometimes … He'll eat sweet biscuits, cakes, you name it, but when it comes to actual meals, even things he used to be passionate about, he just won't eat. 44 Carers may have an expectation that patients should be following the healthy diet which is recommended for the general population and will express their disapproval when this is not the case. The disagreements between patient and carer, both in terms of the quality and quantity of food consumed by the patient, can be viewed in terms of a clash between the carer taking charge and patient autonomy. Carers may recognise that their attempts at encouragement can have the reverse effect: I give her food and then she doesn't eat it, then I feel guilty that she isn't getting anything inside her -I was worried and sad that she wouldn't eat and she got angry with me for nagging about food and it almost went the opposite way you see, that she would simply refuse to eat any food. 23 This can cause feelings of guilt at both the failure to get the patient to eat enough and for upsetting the patient. In some families, carers find it hard to deal with the patient's rejection of their efforts leading to hurtful and upsetting arguments: I said, 'All right let's get you better and [then you leave] or I'll [leave], please yourself'. And she didn't like that. I think she said something that really got at me … 39 Carers feel guilty about the arguments, partly perhaps because they feel that the family should pull together in times of adversity. They may think that the patient may not have much time left and that this time should not be filled with arguments:
And then when we did have [arguments over food], you felt terrible in yourself [participant's eyes welled up, looks to the side, clears throat, and then re-establishes eye contact] … because you know why should we be having these bust ups? 46 Nevertheless, carers may be unable to suppress the anger which arises when their care is rejected: I made dinner, made what he liked, what he always liked … He said he didn't like it, didn't want it, which I was quite angry at. 24 
Emotions
Caregivers describe a number of negative emotions which are caused by the impact of caring for a loved one with cachexia. As illustrated in the quote directly above, they may feel angry when food they have spent a long time preparing is rejected. Worry and fear about the patient's condition and the future are common emotions, which may be compounded by feelings of helplessness.
Sadness is often provoked by feelings of loss: carers are mourning for how things used to be: … we've always liked going out to eat and enjoying our food. But this last year there have been very few occasions when he has enjoyed his food and since he hasn't enjoyed eating it isn't any fun to invite people for dinner either, if they are going to sit and eat for several hours and he just thinks it's a hard time and it starts to taste bad. 23 Carers can miss being in the kitchen together, going out to eat or simply eating a meal at home together.
Discussion
This synthesis of 16 primary qualitative studies identified five themes which describe the experience of caring for cancer patients affected by cachexia and related problems. The five extracted themes were 'impact on everyday life', 'taking charge', 'need for outside help', 'conflict with patient' and 'emotions'. Cachexia has an impact on everyday life above and beyond the impact of being a caregiver per se. This is because human beings need to eat to survive. It can be gruelling to face the daily challenge of thinking of foods to tempt the patient with, shopping and preparing food and then having that carefully prepared food rejected while watching the patient quite literally wasting away. Some carers adopt a problem-focussed coping strategy 52 by 'taking charge' of meals, even if the patient is in hospital, or they take on the role of the patient protector, ensuring nothing is said that might upset the patient. Nevertheless, many caregivers will want and need the help of HCPs so that they can be reassured that the care they are providing for their patient is as good as possible. As a minimum, carers want HCPs to acknowledge patient weight loss so they can feel confident that the problem is being taken seriously and it is a topic which is open for discussion.
Patient rejection of food is a common occurrence and carers may interpret this as a personal rejection of their love, care and attention. 24, 25 This is because of the many roles food plays beyond that of providing nourishment to the body. 26 The potential conflict at the heart of the carerpatient relationship is important for cachexia: carers are determined to make their patient eat and patients struggle to eat. Conflict with patients was not one of the problems or burdens included in the comprehensive review of cancer caregiving responsibilities, described in the 'Introduction' section. 9 If this conflict is being driven, to some extent, by different expectations of the amount and types of food which the patient should be consuming, better education for both patient and carer may help to avoid this conflict.
Anger, worry, fear, guilt and helplessness are just some examples of the difficult emotions carers have to contend with, both as a direct result of conflict with the patient and because of the other pressures of caregiving. For example, if a patient is not eating, the carer may have no dining companion so the social aspect of eating is gone and this may induce a sense of loss.
Given the limited data available, these findings must be considered provisional, and it would be inappropriate to use them to develop a conceptual model of the experience of caring for a patient with cancer cachexia. However, domains of experience have been identified and future studies will need to identify more specific QOL needs and issues.
All the studies included in this review are cross-sectional so there is no consideration of trajectory. Future research could explore the effects of caregiving longitudinally, perhaps mirroring a patient study in which cancer patients were interviewed 2-3 weeks after diagnosis with follow-up interviews at 3, 6 and 12 months after diagnosis. 53 In this way, changes in the QOL of carers could be tracked, along with changes in the eating, weight and HRQOL of patients. This would help establish whether there are any triggers which have a particular impact on carer QOL.
Another future research avenue would be to shift from considering the caregiver as an individual and instead to conceptualise the caregiver-patient dyad as the unit of analysis. In this approach, the importance of the effect that carer and patient have on each other is recognised. 54 For example, the extent women psychologically adjust to the situation when one member of a married couple is diagnosed with cancer plays a key role in the well-being of both the woman and her spouse. This is the case whether the woman is the patient (with breast cancer) or the caregiver of her husband (with prostate cancer). 12 Although all but one of the studies included in this review feature interviews with both carers and patients, findings are not generally presented in terms of the caregiver-patient dyad. The 'conflict with patient' theme illustrates why the caregiver-patient dyad approach is useful. Future psychosocial interventions for cachexia could profit from working with both the patient and the carer together. This approach has been found to have some benefit in, for example, patients with advanced cancer and their spousal caregivers 55 and also in women with recurrent breast cancer and their family caregivers. 56 For families affected by cancer cachexia, this review has demonstrated that patient symptoms can impact the QOL of their carer. The impact on QOL is in ways that may be amenable to intervention. For example, it may be possible to facilitate conflict resolution. There is potential for improving carer, and in turn, patient experience of cancer cachexia through attention to cachexia-related factors that impact carer QOL.
Study limitations
This systematic review and thematic synthesis of the qualitative literature only included direct carer quotes. Although this approach is not reliant on the authors' interpretation, it has the disadvantage that the number of quotes available for analysis is limited and selected. The aim of the studies which contributed quotes was not to uncover all the QOL issues faced by carers of patients with cancer cachexia and many of the quotes did not include any content which could unambiguously be considered relevant to carer QOL. The themes identified in this review should therefore be considered provisional because the data set was relatively small; more than half the extracted quotes from carers did not contain any information about their own QOL and there is no indication that data saturation has been reached. We plan to address this limitation by conducting carefully designed interviews specifically aimed at elucidating the relevant QOL issues.
A second limitation is that because we included caregivers of cancer patients with cachexia, eating or weight loss problems, the samples were not homogeneous. Finally, the studies identified in our searches were all European or North American in origin. Although there is a lack of primary evidence from the rest of the world concerning the impact of caring for a loved one with cancer cachexia, we hypothesise that there will be some overlap with the themes identified in this review. This is because of the central role food and eating play in human existence.
Conclusion
The complexity of caring for a cancer patient with cachexia translates into a range of problems and experiences for informal carers. However, carers can sometimes be reluctant to report on how their lives are affected and focussed research with carers is required to provide a complete list of the relevant QOL issues. By recognising and addressing the impact of caring for a patient with cancer cachexia on the carers, both carer and patient QOL may improve.
